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As you know, during the past 
two years we have been focusing 
each issue of Communicating 
Together upon a theme, to which 
many of our sections are related. 
Complications however, have set in. 
More and more of our themes are 
requiring more than one issue. We 
have decided, therefore, to continue 
a theme for as long as interest is 
shown and articles are submitted. 
Thus, this issue of Communicating 
Together, continues with two 
themes started in earlier issues — 
Facilitated Communication Train- 
ing and Language Development. 
Our thanks go to those Communi- 
cating Together readers who have 
responded to our discussion of these 
two topics. 

We hope you enjoy the more 
extended coverage that this ap- 
proach offers. We hope also of 
course that you will participate in 
the process by contributing your 
own thoughts! In addition to the two 
ongoing themes, we introduce the 
new theme of Death, Loss, Grieving 
and Change in this issue. 


bh 


Annual Meeting 

In March, we had our annual 
meeting with our Associate Editors. 
As in previous years, it was an 
exciting and stimulating two days. 
For our first two annual meetings, 
we had been unable to make the 
necessary arrangements for our 
consumers to come, in part because 
we did not know of any affordable 
hotels in the area which were wheel- 
chair accessible. This year, we felt 
we must find a way and we did find 
a new hotel that was appropriate! 
We also needed the help of Ruth and 
Bob Harrington, Colleen McGaffey, 
Robert Haaf, and Suzanne Clancy to 
make it happen! They provided that 
help, it did happen, and there will be 
no going back from here! As Rob 
Haaf indicates in his introduction to 
the Consuming Technology section, 
the impact of having our AAC 
consumer editors present at our 
meeting was very positive and 
motivating! 

We are also pleased to announce 
that Rob Haaf has agreed to take on 
the editorship of Consuming Tech- 
nology. Jeff Higginbotham, the 
former editor has reluctantly asked to 
be relieved of editing duties for this 
column due to an overly expanded 
workload. He promised however to 
continue to make contributions from 
time to time. In his inaugural col- 
umn, Rob discusses how he plans to 
build on what Jeff has so ably 
started. 

The process of determining 
content now reflects several influ- 
ences: our personal concerns as the 
two editor-publishers of Communi- 
cating Together; the issues that 
emerge through discussion at the 
annual associate editor meeting; the 
issues that are emerging and being 
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discussed in the field; and the re- 
sponses and initiations of Commu- 
nicating Together readers. Quite 
fortuitously, one of our readers, Orin 
Kom, speech pathologist from 
Kingston, Ontario, happened to be at 
the same hotel in Niagara-on-the- 
Lake, where our annual meeting was 
held. Of course, we enlisted his help 
and we thank him for suggesting 
themes for 1993-94. 

As a result of all our thoughts and 
discussion, the themes for the next 
year will be: 


June, 1993: 

Death, Loss, Grieving and Change 
September, 1993: 

Employment and Contributing to 

the Community. 

December, 1993: y 
Advocacy and Empowerment 

March, 1994: 

Who Am I? How I See Myself as an 
AAC User. 





Since our goal is to continue to 
increase the amount of consumer 
involvement, the March, 1994 issue 
will be particularly important. For 
the first time, our target is to have 
an issue written totally by consum- 
ers. We're giving lots of notice! Nola 
Millin will be co-ordinating this 
issue and many consumers we know 
will be receiving an invitation from 
her to write for the “Who Am I? How 
I See Myself as an AAC User’ issue. 
We hope consumer-readers we don’t 
know personally will also volunteer 
articles. Nola will need a copy of 
your submission by January 14 in 
order to have it ready for processing 
for the March issue. 

The dates for copy to be receive 
by Communicating Together for 
the two other issues are August 31 
and November |. Please send all 





articles to the Sharing to Learn 
address and we will see that they are 
transmitted to the appropriate editor. 
We are at a stage now that we are 
er tremendously. We have too 

uch copy for an issue! Although it 
sometimes means extensive editing or 
having to postpone the publishing of a 
particular piece, it is a challenge we 
happily assume. 


Death, Loss, Grieving & Change 
As mentioned above the theme for 
this issue 1s related to death, loss and 
dealing with change. We chose this 
theme in part because this is an area in 
which nonspeaking individuals are 
particularly vulnerable. They are 
unable to communicate reliably their 
feelings at crucial times in their lives 
when communication Is so essential. 
Moreover, they face more frequent 
medical emergencies than most of us 
and have to live with the prospect of a 
continuous potential loss of function. 
Nola deals with this theme in a 
very personal and sensitive way. 
Interestingly enough, she recom- 
ends “talking it out” as a crucial 
actor in being able to come to terms 
with grief and loss. Rob Haaf alludes 
to many issues around the consumer’s 
acceptance of technology that are 
quite apart from its technical charac- 
teristics. He points out the problems 
consumers face when they have to 
deal with technology at the same time 
they are trying to come to grips with 
their loss of function that necessitates 








the technology. Kari talks about a 
young nonspeaking woman coming 
to grips with the death of her 
mother — the loss of her major 
source of emotional security and 
support. Paul comes to the topic 
from a spiritual perspective. Kirk 
McCarthy brings the knowledge 
and sensitivity of a caring teacher. 
All of them have important things 
to say about this crucial topic. 


Continuing Themes 

As mentioned above we also 
have articles related to previous 
themes. Howard Shane’s Perspec- 
tive arises out of strong concern 
regarding the effect upon individu- 
als’ lives when Facilitated Commu- 
nication is used in critical, some- 
times life-threatening decisions, 
both legal and personal. Howard 
points to the growing body of 
research that is raising serious 
questions about Facilitated Com- 
munication as it is being widely 
practised. 

The initiator of Facilitated 
Communication Training (FCT), 
Rosemary Crossley, contributes to 
the Teaching and Learning section 
a short position paper in which she 
frankly describes some of the myths 
that have arisen as FCT has been 
implemented. Rosemary offers her 
cautions and recommendations 
regarding literacy intervention. 

Margareta Jennische’s and 
Shelley Deegan’s papers come 
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Associate Editors, Communicating Together 
Annual Meeting, Niagara on the Lake, Ontario, Canada, March 1993 





from clinicians’ experience causing 
them to question some of the ex- 
panded claims that come to be made 
for programs because of the progress 
made by individuals at a particular 
developmental level. In all cases, we 
need to be reminded that we have 
little information about the long term 
implications of any program. We can 
only learn as much as we are able 
and apply our best judgement at this 
time in deciding how we will weigh 
the conflicting information. We offer 
Communicating Together readers 
the opportunity to read opposing 
points of view within the same 
publication. And of course, you can 
count on us to comment on any 
topics where we feel qualified! 


Next Issue 

The theme of the next issue will 
be Employment and Contributing to 
the Community. To be able to make 
a contribution to society 1s a central 
aspect of dignity, empowerment and 
quality of life for all of us. For 
people with disabilities it 1s just as 
crucial. Yet it remains one of the 
most problematic areas of their lives. 
We look forward to exploring many 
of the issues of this complex topic 
next time. 


In the meantime, we appreciate 
any letters or articles you may want 
to submit. Until the next time ..... 


Shirley & Peter § 


Join ISAAC Now 


The International Society for Augmentative 
and Alternative Communication (ISAAC) 
offers members reduced rates for: Commu- 
nicating Together, Communication 
Outlook, and Augmentative and Alterna- 
tive Communication (AAC journal). 


For a membership application or other 
information about ISAAC, write: 
ISAAC, P.O. Box 1762, 

Station R, Toronto, Ontario, Canada 
M4G 4A3. 
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Notice the growing up of Nola! 
Our cover picture shows Nola 
graduating with her BA in English in 
June, 1992. The above picture 
shows the college student back in 
June of 1985. We are delighted to 
have known Nola then and now. We 
welcome her as our feature writer 
for this issue as well having her 
share the Associate Editor responsi- 
bilities for the Teaching and Learn- 
ing section with Colleen McGaffey ‘ 
and Rob Haaf. Nola is an important 
member of the team as this feature 
article demonstrates. 


As I settle down at my computer to 
write this article about change and 
grief, I know its contents will really hit 
home. Just yesterday I received one of 
those unfortunate but, in this case, 
expected phone calls saying another 
friend has lost her battle with cancer. 
Obviously, those of us who knew this 
individual are experiencing a grieving 
process as we face the change of not 
having her in our presence anymore. 

Anticipating people’s reactions at 
my friend’s funeral, once again 
brings back a conversation I had 
with Shirley (McNaughton) about a 


month ago. She threw one of those 
million dollar questions at me: What 
makes each person react to change, 
or circumstances of life, so differ- 
ently? It’s a question that one person 
can’t even begin to answer, though, 
it’s a question that generates a lot of 
thought. Each and every person 
reacts to change differently. Even 
people who have been raised in the 
same household by the same two 
parents can react to change in totally 
opposite ways. Shirley’s question has 
been coming back to my mind time 
and time again as I’ve been planning 
this article. I’m not about to attempt 
to answer the question, but rather I’m 
going to discuss the effects of change 
on one’s life. 

First, let’s realize that change 
comes in both positive and negative 
forms, although I find many people 
who only look at change negatively. 
To them, change is seen as an in- 
vader, not as a challenging motivator. 
To others though, change can be 
quite welcoming. I know two couples 
who have undergone positive change 
Just this year: Both couples have 
become first time parents. Talk 
about a change in their lives! I know 
other couples who will say “I do” to 
one another in coming weeks, or 
others who have just purchased their 
first homes. Even though these 
events are exciting, they still deal 
with change and acceptance of 
something different. For the parents, 
it’s the acceptance of loving and 
caring for the infants regardless of 
many sleepless nights. For the 
newlyweds, it’s the change of perma- 
nently living with their loved one, 
bad habits and all. It’s the freedom of 
fixing up the new home and mort- 
gage payments that the new home- 
owners are facing. Despite the 
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circumstances, the fact remains that 
change is still change regardless if it 
occurs in a positive way or ina 
negative way. Coping with change is 
usually a highly emotional experi- 
ence for any person. 

The wonderful fact about change 
is that everyone experiences it in 
many ways throughout life; it’s no 
respecter of person. If you are a 
child, adult, parent, teacher, clini- 
cian, — able-bodied, non-verbal — 
regardless of who you are or what 
condition you might have, you will 
experience change. Isn’t it wonder- 
ful? Everybody is equal when it 
comes to the experience of change. 
As I already mentioned, what we 
differ so drastically in is our ability 
to cope, or in some cases not to cope, 
with change. It seems like our 
society is facing a greater amount of | 
serious changes than ever before and 
from what I’m seeing, a lot of people 
are having difficulties in knowing 
how to cope. An inability to cope 
with change has a ripple effect and 
causes more changes to take place. 
People should know ways to cope 
with change because it will happen 
in everyone’s life, like it or not. 

Although, change comes in both 
positive and negative forms, for 
some reason our human nature tends 
to identify the negative kinds of 
change easier. I briefly mentioned 
some positive changes that can occur 
in our lives but it’s usually the 
negative changes that cause people 
most problems. For the remainder of 
this article, I’m going to look at the 
negative side of change and discuss 
positive ways that either I have 
coped, or that I have seen others 
cope, with change. I’m not a profes- | 
sional counsellor but I do feel that I 
have witnessed enough loss in my 








life, or in the lives of others, to be 
able to share some of my experi- 
ces. 

I began this article by talking 
about the death of a friend. I don’t 
think there is any greater change 
than when somebody dies, because 
death is final. In this day and age, 
with cancer and A.I.D.S. on the 
increase, it seems as though every 
time we turn around someone else is 
gone. Although the death of a loved 
one is painfully hard to accept, I find 
it to be the easiest change to deal 
with. I know that sounds like I’m 
contradicting myself but when you 
think about it, death is definite and 
permanent. There isn’t any question- 
ing and/or hoping that the lost one 
might return; the change is an 
absolute fact. With such a distinct 
absolute, the individuals who have 
experienced the loss can start the 
grieving process which will hope- 
fully lead to the acceptance of this 
ehange. 

I’m not going to get into the 
actual grief process, but it is obvious 
that a grieving process will occur in 
most cases where negative change 
has entered our lives. It’s apparent 
that each person grieves in their own 
way and it’s interesting to see how 
individuals finally cope with the 
loss. I have lost 3 parents during my 
first 17 years of life: my father, 
mother, and then my step-father. 
With each loss came a greater 
challenge; a challenge to go on and 
to survive. For me, these losses were 
difficult, but by accepting them, in 
time I was able to cope with the 
change. I feel acceptance is the key 
to coping, although it isn’t an easy 
process. Once people accept a loss as 
being permanent then they can start 
building their life around the change. 
I think when people are able to go 

rough a proper grieving process, it 
e: result in their acceptance of the 
change. 
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I’ve spent a lot of time talking 
about the loss that is experienced 
through death, but there are a variety 
of other losses that change people’s 
lives regularly. To state a few exam- 
ples, losses occur through separa- 
tions, divorces, and unemployment. 
A person who is experiencing any of 
these losses will go through a griev- 
ing process before getting to the 
acceptance stage. It isn’t wrong to go 
through a series of emotions before 
accepting the change. Unlike the 
change that results when someone 
dies, the change that comes with 
separation, divorce, and unemploy- 
ment is a different kind. With these 
three events, the person can easily 
experience a false hope. The hope 
that the departed spouse might return 
or the hope that a terrific job will 
become available without a long 
search. I realize that everybody 
needs hope, but I’ve seen a time 
when hope is a stumbling block to a 
person accepting change. In order to 
accept change, I find people need to 
acknowledge there is a problem, or a 
change, in their lives; then they need 
to talk to somebody about the situa- 
tion. Unfortunately, many individu- 
als turn inward or to a bottle of 
booze when facing serious changes. 
This solution only adds to the prob- 
lem of the change and prevents the 
person from true acceptance. 

When facing change, individuals 
also need to realize that the change 
doesn’t only affect them but it 
affects many people around them. 
Change affects both the family 
members and the friends of the 
victim. In the case of death, many 
people lose a loved one. People will 
each feel the loss in their own way. I 
know I’m not grieving my friend’s 
death in the same way as her hus- 
band or as her family. Yet, there is a 
part of me that is facing a change 
without her. In the case of divorce, 
there are many times when children, 
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family, and friends suffer because 
they can become torn between the 
two individuals who used to be a 
couple. Also with unemployment, 
the family can go through many 
changes as their security is robbed 
from them. The family often faces 
changes in lifestyle. I have had to 
say good-bye to family and friends 
who have had to move thousands of 
miles just to find employment. Not 
only did the individuals experience 
change but so did those of us who 
know them. 

I’ve been discussing how people 
have to come to a point where they 
have to accept the change in order to 
cope positively with it. I really 
believe there are some things we can 
do to help people who are going 
through change of some kind. Again, 
I’m going by my own personal 
experiences, so this is not profes- 
sional advice. When I experience 
loss, or when I’m talking to someone 
who’s going through change, the 
first thing I do or have others do, is 
turn to my/their faith. Supported by 
faith, acknowledge that things will 
never be the same. True friends will 
be around when you need them. 
Friends are the ones who have given 
me support by allowing me to talk 
about my feelings regarding the loss 
and the changes that are occurring. I 
offer the same support to my friends. 
When the loss is a loved one, talk 
freely about the deceased, or sepa- 
rated party if it’s appropriate. (I find 
some individuals can’t handle it 
when I talk about my deceased 
parents.) Lastly, be honest with 
yourself and admit the fact that some 
forms of professional counselling 
might be needed. It’s alright to seek 
help of professionals. All three of 
these factors have been a major 
source of help to me in sorting out 
everything that’s happening. I know 
many other people who use the same 
approach to acceptance as I do, simply 


nN 


talking about it. As you talk it through 
and share your feeling, you find that 
you gradually come to terms with the 
change. 

Since everyone encounters change 
at one time or another, up until now 
I’ve been talking about people in 
general. Now I want to focus on the 
AAC user specifically. Since I’m an 
AAC user, I know that basically we 
aren’t really different from those who 
speak. We experience all kinds of 
change, perhaps more than the 
average person. We however have 
difficulties expressing ourselves. I’m 
fortunate because I use a word board, 
VOCA, and computer to write mes- 
sages, and my speech is understand- 
able to close friends. Expressing 
myself isn’t the problem for me now, 
that it was when I was younger. Any 
child has difficulties accepting 
changes but the problem worsens 
when communicating is a challenge. 
Typically, AAC devices don’t have 
many words that help talk about 
death, divorce, or anything to do with 
change. This makes it hard for the 
child to ask the needed ““Why’s” and 
“How come’s.”’ 

When communicating is a prob- 
lem, it takes a lot of innovative 
thinking to help a child express their 
feelings or fears about the change. 
Here is the way people helped me 


accept my dad’s death. My father died 
when I was seven years old. My 
communication skills at that age were 
very limited. So my mom and teachers 
and therapists used to ask questions, 
such as “Are you feeling...?” They 
would look for signs in my behaviour. 
They eventually understood that I had 
developed a fear that my mom would 
die or get hurt at home and I wouldn’t 
be able to get help since I was the only 
one living with her. In her wisdom, 
my mom installed a burglar alarm that 
I could activate and developed a plan 
where the alarm company would call 
various people who had keys to our 
house. With this system, my fears 
were eliminated and I could begin to 
accept my father’s death. 

I was in my teens when my mom, 
and later, my step-father died. By this 
point I could express myself pretty 
well and I was able to get the support I 
needed. Yet, because I’m an AAC 
user, my communication skills are 
slower and this can be intensified 
under emotional tension. I have had to 
learn to communicate effectively 
without taking too long. In highly 
emotional situations, people don’t 
have the time or the energy to listen, 
so AAC users are at a disadvantage. 
For me, writing is a way to overcome 
the frustration of not being able to 
express myself “verbally.” I write 


letters of encouragement when others 

are experiencing difficult situations. I 
often write a letter to a person when I 
need to talk to someone. I realize that 

not everybody is good at putting their c& 
thoughts in writing and sometimes a 
written note isn’t as personal as an 
actual conversation. When I want to 
talk to someone about a problem, I try 
to arrange a time when we can both 
listen to each other. In doing this, I 
don’t put any immediate pressure on 
the person but I make it known that I 
either want to talk about my problem 
or I want to help them with theirs. 
Talking to people helps everyone 
accept the change. 

Change will always be a part of 
your life. Whether it is positive change 
or negative change doesn’t really 
matter as long as you eventually 
accept it. I truly feel the best way to 
accept change positively is to “talk” 
about it whether verbally or in another 
way. If you know an AAC user you 
might have to be innovative in giving 
that person the abilities to express 
himself or herself. The bottom line is 
to be patient with people who are 
sharing their problems; they need a 
person who will genuinely listen to 
them. By talking and listening to each 
other, we can get to the point where 
we can accept change in our life. 








AAC: AUGMENTATIVE AND 
ALTERNATIVE COMMUNICATION 
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International Society for Augmentative and Alternative Communication 
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(add $10/year to subscriptions outside U.S.) 


Mail to: Decker Periodicals Inc. 
P.O. Box 785 
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Woman Who Learned 
To Love 


KARI HARRINGTON 





Kari has written the story of Jane 
Robinson from information provided 
by Colleen McGaffey. Like Kari, 
Jane is unable to speak because of 

or" palsy. This is how she dealt 
ith the illness and eventual death of 


her mother. 


Jane Robinson is a young woman 
who presently lives at the South 
Western Regional Centre in Blenheim, 
Ontario. In the space of a few short 
years, Jane lost her father and then her 
mother — both from cancer. When her 
father passed away, Jane was able to 
visit the funeral parlour, but, because 
her family thought it would be too hard 
on her, Jane did not attend her father's 
funeral. Trying to cope with their own 
grief and sense of loss, no one in the 
family understood how to help Jane 
deal with hers. One can only imagine 
what a difficult and sad time this was 
for Jane. Eventually with the support 
of her family and everyone else 
involved, she found her way through 
the darkness to a new awareness. 

When Jane’s mother took seriously 

1, the staff at the centre became very 
concerned about Jane’s well-being. A 
grief counselling team was set up to 
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help Jane cope with the events in her 
life. The team included the Centre's 
chaplains, David McNorgan and 
Gloria Joshua, Jane’s case worker, 
Elizabeth Monroe, her communication 
facilitator, Colleen McGaffey, and 
Noreen Donnell, the music therapist 
at the Centre. The encouragement and 
support she received through coun- 
selling allowed Jane to share and 
understand her feelings and let her 
participate in the decision-making. 








Definition of sympathy: Two 
hearts tugging at the same 
heavy load 











Help was given so that Jane could 
visit her mother while she was being 
cared for athome. Jane and her 
mother were able to give comfort to 
one another. During these visits, Jane 
became closer than ever before to the 
rest of her family. She began taking 
confirmation classes which were very 
meaningful to her. She was included 
in the discussions about the funeral 
arrangements which had to be made 
for her mother. It was at this time Jane 
had the opportunity to express the 
wish that when her time came to die, 
she would like her Blissymbol name 
(used as the title for this article) carved 
on her grave marker in the family plot. 

Unlike the situation for her father, 
after her mother’s death, Jane visited 
the funeral parlour and attended the 
funeral. She was able to add some of 
her own thoughts to the eulogy in 
honour of her mom. Jane still feels 
close to her family and visits them 
regularly. She has now been con- 
firmed into the United Church of 
Canada. Jane says that although she 
feels sad at losing her mother and 
father, she knows they are in heaven 
and feels comfortable about things. 








With the help of Noreen, the music 
therapist, Jane was able to express her 
grieving experiences in her own words 
in song. Together they created the 
following song. 


I look around 

Have I found what I'm searching for? 
Family and my friends 

Gathered here to join in. 


Chorus: 
I pray this day 
Will bring me closer 
And I pray this day 
Will bring me closer to my Lord. 


I have never been happier 
Than at this moment. 
Feel the love in the air. 
People who care, 

What happens to me. 


Just one chance to say I do 
And make my vows to Him. 
Learning how to live my life, 
Listening to His words to me. 


References 
In the course of our discussion about 
Jane’s story, two books were mentioned 
as being very helpful. 


When Mum Died and When Dad 
Died both by Sheila Hollins and Lester 
Sireling. Published in 1989 by HGA 
Printing Co. Ltd., Great Britain. 


In storybook form, each book takes the 
reader step by step through the grieving 
process from sickness to death and 

afterwards. § 


Have You Moved? 


Please remember to let us 
know your new address. If 
possible send an address 
label from a past issue. 


Mail to: 

Communicating Together 
P.O. Box 986 

Thornhill, Ontario, Canada 
L3T 4A5 
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CONSUMING TECHNOLOGY 





A Consumers Perspective 
on Technology 





ROBERT HAAF 

















Robert Haaf shares the role of 
Associate Editor for Teaching and 
Learning with Colleen McGaffey and 
Nola Millin. We are very pleased 
that he has agreed, in addition, to 
become Associate Editor for Con- 
suming Technology. As you will see, 
he plans to bring his experience from 
his clinical work at the Thames 
Valley Treatment Centre and his 
lecturing at the University of Western 
Ontario to maintaining a focus upon 
consumers consuming technology. 


As will (hopefully) soon be appar- 
ent, this issue builds upon the goal of 
empowering consumers initiated by 
Jeff Higginbotham in September, 1991. 
At our annual editors’ meeting in 
March of this year, much discussion 
took place around ways in which we 
could increase the focus on the “‘con- 
sumer’s view,” and the active involve- 
ment of consumers and their families in 
all of the topics to be covered in 
Communicating Together. This 
emphasis can clearly be attributed to 
the presence (for the first time) of all 
three AAC consumer editors. Their 
comments and input made everyone 
present realize that by moving as far as 
possible towards issues which are 


consumer-driven and responsive to 
the needs of our audience, Commu- 
nicating Together can maintain the 
perspective and voice that makes it 
unique. 

I am looking at the coming 
months as a time to establish a voice 
for this column that can remain 
consistent with the content (and 
intent) of Communicating Together 
as a whole. I envision Consuming 
Technology as a forum for bringing 
together the concerns and opinions of 
those who produce technology, those 
like myself, who help make technol- 
ogy available and guide consumers in 
their choices, and those who make the 
final decision whether to use or not to 
use technology in their lives. I plan to 
invite manufacturers to discuss how 
they are (or could be) working to 
involve consumers and other inter- 
ested parties in their development 
plans. I want to invite consumers to 
discuss how this should be done. I 
intend to invite consumers and 
clinicians to share their experiences of 
introducing and using communication 
technology, and to talk about the 
rewards and frustrations involved in 
this relationship. 

I anticipate discussions of current 
developments in technology ad- 
dressed from a functional “user 
oriented” perspective. If someone 
wants to know about the often frus- 
trating process for both consumers 
and clinicians involved in the training 
and learning to use such devices, or to 
hear a consumer’s opinion of how 
voice recognition has affected them 
positively and negatively, or perhaps 
get a clearer picture of how this 
“cutting edge” technology might meet 
their own needs, they can come here. 
As always, you, the reader's com- 
ments, input and ideas are expected, 
and will be welcomed! 
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Death, Loss Grieving and 
Change 

The topic of this issue of Commu- 
nicating Together is death, loss, 
grieving and change. With the help of 
comments from some consumers and 
professionals, I want to present some 
ideas about how this issue relates to the 
attitudes and beliefs about communica- 
tion technology, and to the way com- 
munication technology is provided, 
supported and used in these areas. 
While the majority of opinions ex- 
pressed here are my own, I feel that 
this issue is particularly relevant to all 
of us involved with AAC. I’ve found 
that change, and the fears associated 
with it, often have a profound impact 
on the consumer-professional relation- 
ship and on the ultimate success of 
technology in a person’s life. 

It has been proposed that individu- 
als with physical disabilities and their 
families move through a process in @ 
coming to terms with the disability and 
the limitations it imposes that is in 
some ways similar to families experi- 
encing serious illness or death. Both 
move through a grieving process 
towards eventual acceptance. The 
difference here is that often the griev- 
ing process is continuously re-experi- 
enced every time a significant life 
change or new challenge occurs. Once 
again, the issue of disability comes to 
the forefront. Whenever decisions 
need to be made regarding changes in 
education, the development of inde- 
pendent social opportunities, or em- 
ployment possibilities, the individuals 
and their families once more have to 
consider what is and is not feasible, 
and are forced to reflect again on the 
long-term effects of disability rather 
than on abilities and all of the chal- 
lenges overcome in the past. 

In the time I have spent working m 
a clinical setting with individuals with 
disabilities, I’ve become aware that 





consumers and their families are also 
put through this process every time the 
introduction of any type of technology 
is considered. The introduction of 
mobility aids, for example, is one time 
when consumers and families face the 
realization that a desired skill and level 
of independence may no longer be 
possible. 


“My first wheelchair was hard to 
accept...since I used a walker at home. 
The chair told me that my disability 
was permanent.” 


Communication technology often 
seems to elicit a similar response for 
many clients and families: 


“Well, we’re not ready to give up on 
speech” 
“Does this mean my child will never 
speak?” 


These sentiments must certainly 
sound familiar to many of you. Every 
time I hear them, they remind me that 
a loss is being experienced. At times, 
when parents and care providers are 
reluctant to undertake the formidable 
@..;: of learning and using technology 
which is being recommended, clini- 
cians can unfortunately view them as 
“difficult”, or perhaps not willing to 
“put out” the effort required, even 
when the benefits seem to be obvious 
to everyone. While the best clinicians 
I’ve worked with are sensitive to the 
vast pressures and demands that life 
with a disability can present, we must 
always be sensitive as well to the fact 
that technology represents potential 
limitations and barriers to our clients 
along with potential independence and 
increased skills, even when this is not 
said outright. 

I have also been involved in 
situations where clients and families, 
faced with new and imposing chal- 
lenges at home or at school, have 
viewed a particular piece of technol- 
ogy as “the answer.” Initially they 
may expect a device to alleviate or 

emove problems that it was never 
~ intended to address. Needless to say, 
this situation can easily lead to an 
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increase rather than a decrease in 
difficulty. Consumers may end up 
facing disappointment on top of their 
existing concerns, and begin to feel as 
if it were they themselves who had 
somehow failed, even when the 
limitations rest completely with the 
technology itself. 

It has been my observation that the 
process of making technology avail- 
able to consumers is fraught with 
difficulties that can heighten the stress 
and sense of loss experienced by 
consumers and their families. Pres- 
ently, technology is most often pro- 
vided within the structure of the 
“medical model,” and as a result is too 
often crisis-oriented. Families ap- 
proach clinics based on a perceived 
need or immediate difficulty, and are 
presented with various options to 
alleviate the problem. The setup and 
training for whatever technology is 
recommended is most often provided 
in the clinical setting, far removed 
from the environments where it is 
expected to be used. Consumers are 
then sent away with the feeling that 
the burden of making the device work 
rests squarely on their shoulders. 

Most of us are jolted into a reflec- 
tion on our weaknesses when we need 
to access the medical system. We 
experience a significant feeling of 
helplessness and lack of control as we 
wait for a prescription to solve our 
problem. AAC consumers feel the 
same way. They too are often forced 
into a more passive role for the same 
reasons. This simply exacerbates the 
sense of loss and helplessness they 
already feel. 

The provision of technology 
primarily at times of crisis or at the 
very least, times of significant change 
and stress can reinforce the feeling that 
something is being “lost.” Often the 
technology itself, and not the life 
changes making it necessary, can set 
these feelings in motion, as it high- 
lights the need for change in the 
consumer’s life. 


“It can be scary...getting new equip- 
ment can mean facing the reality that 
your disability is permanent or is 
worsening.” 

“My Bliss board and my word board 
and now my VOCA...were all great., 
yet they were reminders that my speech 
was going to remain the same; I would 
always need AAC devices to commu- 
nicate.” 


New Attitudes 

Given these and many other 
difficulties that can seriously affect the 
process of obtaining and using tech- 
nology, I am convinced that both the 
professionals and consumers can do a 
great deal more to make the process 
more productive. It can begin quite 
simply with a change in attitudes and 
expectations. It could be argued, for 
example, that a true advocate’s role 
is to emphasize the positive aspects 
of the changes in a consumer’s life 
that bring about the need for technol- 
ogy. Often they represent positive 
events, such as a move to more 
challenging school and work envi- 
ronments, the opportunity to expand 
social relationships and come into 
contact with the community, and the 
increased independence that can result 
from the right kind of technology 
introduced at the right time. 


“not enough counselling is offered to 
a consumer going through the changes 
of having to accept new equipment. 
These frustrations only add to the 
stress...and sometimes takes away from 
the excitement of [the] equipment.” 


For technology providers, the 
concept that the technology may not 
be the central concern of consumers or 
families at the time when it is intro- 
duced, needs to always be foremost. 
The issue is certainly more apparent 
when we deal with clients whose 
medical conditions are progressive or 
life-threatening. I can’t help but 
wonder however, if it is any less 
relevant for our clients and families 
whose “‘loss” is the loss of a chance 
for greater ability or independence. 
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The issues mentioned were first 
brought home to me forcibly several 
years ago. I had become involved with 
a young man with muscular dystro- 
phy, who, at the time, was confined to 
a hospital bed and on a ventilator for 
most of his day. We spent a good deal 
of our time deciding on technical 
issues such as the appropriate brand of 
laptop computer, the correct switch 
placement, morse code versus scan- 
ning, and so forth. This young man 
answered all of our questions and 
complied with our endless requests for 
several days on end. One day, I asked 
him a question about whether one 
screen angle was better than another. 
Rather than answering, he simply 
looked at me for several seconds. With 
one look, he told me that he needed to 
spend less time thinking about tech- 
nology and more time thinking about 
the issues I had managed to put out of 
my mind, even on the intensive care 
unit. Up to that point, I had been 
completely oblivious to his desperate 
psychological needs and his fears 
about loss of function and death that 
all this talk about technology was 
making him face. I have never 
forgotten the lesson this man taught 
me, and | think that a memory of this 
experience has helped to keep me 
sensitive to the simple fact that all of 
my clients may be experiencing this 
feeling to some degree, at some time. 

Fear of change (and loss) is a 
condition that can affect consumers, 
families and other professionals in 
various ways. Teachers, for example, 
often express a fear of what the 
introduction of technology will mean 
to the dynamic of the classroom, 
curriculum planning and the demands 
on their time and energy. As one 
teacher and consultant in AAC ob- 
served: 


“Some teachers have expressed fears 
[to me] that technology will disrupt 
their class...because of the need to 
maintain it and keep it working...and 
even in the changes it will mean to the 
setup of the classroom [e.g., placing the 
student closer to the front].” 
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I think that the sentiments ex- 
pressed by consumers, families and 
other care providers often reflect an 
initial lack of awareness of the role of 
communication technology, and 
reinforces my strong belief that the 
primary role of a clinician and advo- 
cate is education and not prescription. 
As the teacher and educational con- 
sultant put it: 


[Teachers] initially may not under- 
stand the role of technology in the 
classroom...a computer or VOCA is 
viewed as something ‘extra’ or ‘out- 
side’ of the classroom, not as a tool for 
writing or other tasks. Reluctant 
teachers most often ‘come around’ with 
time and experience... and with 
ongoing support, within the class 
whenever possible.” 


Introducing and training an indi- 
vidual in the use of technology before 
it becomes a critical necessity 1s a 
concept which deserves serious 
consideration by clinicians and other 
service providers. It is especially 
important for those who fund and 
support technology and AAC services. 
The chances for success can be 
drastically reduced if the introduction 
of technology is delayed until the time 
when so many other issues demand 
attention. This means that more and 
more training should be community- 
based, and involve all individuals who 
“need to know.” If this means a 
movement away from a medical 
orientation and the prescriptive model 
of service delivery, this should be a 
change we all welcome. 

When consumers are convinced 
that technology will “solve” problems 
they are facing, I’ve found it vitally 
important to begin the process by 
demonstrating the true limitations of 
that technology. In my experience 
communication technology has never 
been able actually to remove barriers. 
In the best of worlds, it perhaps gives 
the consumer one more avenue around 
the barrier, assuming that considerable 
time, effort and work is invested by 
everyone involved. While the initial 


reaction is often disappointment (“Is 
that all it does?’’), acceptance of the 
limitations of technology is an impor- 
tant step to becoming aware of exactly 
what functional role it will play in @ 
their lives. Needless to say, this is an 
awareness that needs to be fostered in 
parents, teachers and other care 
providers, who are often the ones with 
wide-ranging and unrealistic expecta- 
tions of a device. The most productive 
and rewarding relationships I’ve had 
with consumers have been those 
where they have come to see me with 
very specific communication needs 
that have to be met, rather than com- 
ing for a specific communication aid. 
When consumers are free to consider 
all options that are available, the best 
match between needs and aids has a 
better chance of being made. 

As an AAC clinician, I find I am 
often forced to take a limited perspec- 
tive on a consumer’s problems and 
needs. This is an approach that allows 
me to make more objective decisions, 
but it 1s a perspective which consum- 
ers and their families cannot always 
afford. In the same way that clinician 
bring much-needed information and 
experience to the process of consum- 
ing technology, the consumer and care 
providers “temper” the clinical ap- 
proach by instructing and reminding 
us that technology must somehow fit 
into many people’s lives. I am con- 
tinually challenged and rewarded by 
these kinds of relationships with 
clients and I am convinced that it helps 
me and other clinicians do their jobs 
more effectively. 

My sincerest thanks go to the 
friends, clients and colleagues who 
provided me with their opinions and 
insights for this article, and to Judy 
Lariviere for her comments and 
suggestions. § 
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FC: Facilitated or 


‘Factitious’ Communication 


HOWARD C. SHANE 


Howard Shane is Director of the 
Communication Enhancement 
Center, Children’s Hospital, Boston. 
He and his colleagues are currently 
directing their research attention to 
projects which seek to find ways of 
validating and better understanding 
the process of Facilitated Communi- 
cation Training. 


When Facilitated Communication 
(FC) emerged at the beginning of this 
decade, I, like many experienced 
a of AAC, was skeptical 

-400ut the claims of its proponents, but 
decided to take a “wait and see atti- 
tude.” Recently published research on 
FC, my own clinical experience with 
the technique, and an understanding of 
AAC issues in general, have led me to 
conclude that Facilitated Communica- 
tion is, in fact, “Factitious” Communi- 
cation. (According to the DSM III-R 
manual, ‘factitious’ means “not real, 
genuine, or natural.” p.135). Further- 
more, any positive outcomes of FC are 
a secondary benefit but not a primary 
benefit due to FC being a legitimate 
form of expressive communication. 
Because of the potential harm inflicted 
by this method, it is hard to justify its 
continued use. For example, wrongful 
allegations of sexual abuse have been 
made through FC, inappropriate 
educational placements have been 
requested, and considerable training 

sod research dollars have been appro- 
@ to implement a technique that 
is ineffective (Shane, in press). 
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FC is not a Genuine Form of 
Communication 

By all scientifically based indica- 
tions, Facilitated Communication does 
not work, and most certainly does not 
approach the reported estimates of its 
success. If there are any actual 
candidates, the percentage is ex- 
tremely small.! 

When an individual appears to be 
communicating through Facrtlitated 
Communication, it is either because 
the author of the message 1s in fact the 
facilitator, or that individual is reveal- 
ing skills that could be demonstrated 
without the assistance of a facilitator. 
In other words, if instructors took the 
time to encourage independent typing, 
a competent “FC communicator,” 
would actually be a competent (and 
independent) AAC communicator. 


Clinical Experience 

To date, fifteen people, reported to 
be competent consumers of FC, have 
been evaluated at the Children’s 
Hospital, Boston. The source of the 
referral for evaluations varied, but in 
fourteen of the referrals, the ultimate 
purpose of the assessment was to 
validate communication through 
Facilitated Communication; that is, 
determine the author of expressed 
messages. The primary purpose of the 
other referral was to review potential 
electronic equipment to be used for FC 
output. My methods of validation 
have been described elsewhere (Shane 
& Kearns, submitted). Essentially, the 
validation process is the use of single 
and double blind situations in which 
the potential consumer of Facilitated 
Communication and the facilitator are 
unaware of what the other hears, sees, 
or experiences. 

For the fifteen individuals evalu- 
ated to date, all of whom were easily 
engaged, interactive, and cooperative, 


not one has demonstrated competence 
with Facilitated Communication. In 
addition, our data reveals incontrovert- 
ibly and unambiguously that the 
author of the messages in each case 
was the facilitator. These results are in 
line with the findings of 16 other 
research teams who studied 174 
individuals as described by Green 
(1993). When confronted with the 
results of our testing, facilitators had 
mixed reactions ranging from accept- 
ance to anger and confusion, an 
experience reported as well by 
Wheeler, et al. (1993). 


Research 

The initial publications on the topic 
of Facilitated Communication in 
North America were anecdotal and 
observational in nature, written by 
proponents of the technique. In 
addition, early reports on miraculous 
outcomes of the methodology were 
summarized by the popular press. 
Documentation began in earnest in 
1990 with Professor Douglas Biklen’s 
seminal paper on the topic, which 
appeared in the non peer-reviewed, 
student-managed Harvard Educa- 
tional Review (Biklen, 1990). Several 
additional papers, all qualitative in 
format, offered additional positive 
conclusions (Biklen, et al., 1991; 
Biklen & Schubert, 1991). Shortly 
thereafter, the validity of the technique 
was questioned (Prior & Cummins, 
1992; Cummins & Prior, 1992), based 
mainly on the experiences of these 
authors in Australia, where Facilitated 
Communication first emerged. A 
series of point-counterpoint papers 
(Biklen, 1992a; Biklen, 1992b; 
Calculator, 1992; McClean, 1992) 
suggested further the considerable 
controversy surrounding the tech- 
nique. An entire issue of Topics in 
Language Disorders was devoted to 
Facilitated Communication. This 
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publication offered mainly positive 
outcomes written by its strongest and 
most ardent supporters (Crossley, 
1992; Biklen, et al., 1992) but also 
contained one paper calling for the 
need for careful investigation of its 
merits (Silliman, 1992). Because of 
the time between submission and 
publication, no validation studies 
appeared in refereed journals until 
March 1993. These papers included 
one study conducted in North America 
(Wheeler, et al., 1993) and two in 
Australia (Smith & Belcher, 1993; 
Hudson, Melita, & Amold, 1993). A 
total of 21 subjects, all considered 
competent facilitator communicators 
were subjected to double blind valida- 
tion procedures. None of these teams 
were able to validate Facilitated 
Communication with these subjects. 
Furthermore, a strong facilitator 
influence was demonstrated. An 
additional 163 cases from quantitative 
research have reached identical 
conclusions to the above (Green, 
1993). In summary, for nearly 200 
individual cases conducted by many 
research teams where controlled 
behavioural validation techniques 
were used, not one competent con- 
sumer of FC has emerged. The only 
reports of positive outcomes appear in 
the literature or on public media and 
broadcasts, based solely on observa- 
tion and anecdote. 


Generic AAC Experience 

The reader is reminded that 
alleged successful consumers of 
Facilitated Communication are not 
being drawn from a separate pool of 
people, but represent those same 
individuals who are seen by the AAC 
professional. In other words, consum- 
ers of FC and consumers of AAC are 
potentially an identical sample of 
individuals having the same diagnostic 
categories, abilities, difficulties, 
learning styles, etc. Accordingly, our 
collective knowledge about AAC 
relates as well to potential consumers 
of FC. With this premise in mind 
consider the following: 


A. Proponents of Facilitated Commu- 
nication suggest that incidental 
learning accounts for the unexpected 
literacy experienced by countless 
successful consumers of FC. The 
more common experience of AAC 
professionals, however, is that 
persons with severe communication 
disabilities experience an inordinate 
difficulty learning to read and spell. 
This is not to say that writing and 
reading is not possible, but rather that 
the acquisition of literacy demands 
skilled instruction and involves 
considerable instructional time. It 1s 
further alleged that successful 
consumers of FC have self-taught 
literacy acquired through exposure to 
print such as contained on billboards, 
television, commercial food contain- 
ers, magazines, etc. (Biklen, 1993). 
Such reasoning suggests that the 
attainment of literacy by the con- 
sumer of FC is more a matter of 
tapping or mining a self-learned 
ability than teaching or training a 
skill. This logic suggests further that 
AAC professionals redirect their 
traditional approaches to literacy 
instruction whereby print exposure, 
not phonics, rehearsal, sight word 
learning, etc., becomes the underlying 
principle of instruction. Also, given 
the number of people who allegedly 
have taught themselves to read, 
despite reported mental retardation 
and autistic labels, it is difficult to 
explain illiteracy. That is, how is it 
that so many people in North 
America who manifest no overt 
disability, have not taught themselves 
to read? 

B. Public transcripts of the communica- 
tion produced by consumers of FC, as 
well as written language samples 
produced by allegedly competent 
consumers of FC who have been 
evaluated at Children’s Hospital, 
reveal unusually intact syntax, word 


use, and spelling skills. Furthermore, . 


these output samples generally occur 
following minimal experience with 
written expression. The sophistica- 
tion of this output is greatly at odds 
with the more common experiences 
of the AAC professional where 
syntactic errors are persistent, 
spelling difficulties typical, and word 
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choice and vocabulary is problematic. 
Furthermore, a number of transcripts 
produced by allegedly successful FC 
communicators often contain word 

choice and dialect variations strik- © 
ingly similar to speech patterns 

evidenced by their facilitators. 





C. Proponents of FC suggest that autism, 


mental retardation, and other develop- 
mental disabilities are the results of 
motor output, not central processing 
problems. This theory requires us to 
question autism orthodoxy (Biklen, 
1992c) and mental retardation as 
legitimate concepts (Biklen, 1993); in 
other words, individuals who are 
retarded actually only have an 
undefined apraxia-like difficulty. 
While this suggestion is a splendid 
idea, it is not, in my opinion, a 
rational conclusion. It implies that 
since testing and the psychometric 
movement began, AAC professionals 
and most psychologists and special 
educators have failed to identify the 
hidden intelligence of persons with 
developmental disabilities. At the 
risk of sounding defensive, I contend 
that no group of professionals is more 
capable of identifying innate commu- 
nicative and intellectual competence @ 
than the AAC professional who 
regularly interacts with people whose 
abilities are often “locked within 
unresponsive bodies.” Facilitated 
Communication proponents allege 
that a movement disorder 1s responsi- 
ble for the consumer’s inability to 
represent sequences of letters ( in 
order to spell words, phrases, and 
sentences) and therefore, communi- 
cate. The nature of this significant 
apraxia or movement disorder which 
is central to the theory of Facilitated 
Communication (Biklen, 1990, 
1992c, 1993) continues to elude me. 
Like other AAC professionals, I 
recognize that subtle and extreme 
motor disabilities are often present 
when an individual is unable to speak. 
However, AAC professionals have 
devised ingenious ways to overcome 
such difficulties (both mechanically 
and electronically). People who can 
feed themselves, brush their teeth, 
pick up small objects, point to © 
symbols (independently and on 
command) and execute manual signs 


independently should not need hand- 
over-hand assistance to touch a letter 
or a keyboard; and our testing 
demonstrates that they are, in fact, 
able to perform such motor acts. 
» Furthermore, 67% of the competent 
FC communicators described by 
Biklen (1993) evidence echolalia. 
The echolalia described by Biklen, I 
must presume, is no different from 
echolalia heard by other AAC 
professionals including those of us at 
Children’s Hospital. If apraxia is 
such a pervasive problem and the 
individuals have speech (albeit 
echolalic), why doesn’t echolalic 
speech reflect the articulatory, 
prosodic and behaviourally character- 
istics observed in Developmental 
Apraxia of Speech? And further, why 
is Apraxia of Speech, or a more 
generic apraxia not considered a 
characteristic of autism, as defined by 
the DMR-III classification manual? 


In summary, a growing body of 
scientific evidence, unconvincing 
clinical inquiries, and a knowledge of 
general principals of AAC in relation 
to FC leads me to conclude that 
Facilitated Communication is not a 
“legitimate form of expressive commu- 
nication and should more appropri- 
ately be labelled “Factitious” Commu- 
nication. Given this conclusion, the 
question arises as to what place, if any, 
FC has within the repertoire of tech- 
niques used by the AAC professional. 
Observation of the FC dyad, as well as 
interviews with families and others 
close to these interactions, suggest 
several potential uses for Facilitated 
Communication. Perhaps it has a 
place as an instructional technique, but 
not as a singular communication 
method. While legitimate communi- 
cation is not happening, other second- 
ary benefits may be occurring, 
including: 


1. the establishment of a strong bond 
between respondent and facilitator; 

2. improved attention and focus; 

3. improved perception by others that 
persons with severe communication 
impairments are viewed in more 
positive ways. 
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The first two benefits are germane 
and important, and unfortunately, the 
third benefit may change or evaporate 
as facilitators and others realize that 
output is directed by the facilitator and 
not the respondent. Also, when 
legitimate AAC techniques are intro- 
duced with the same fervour and 
enthusiasm as FC, and are given the 
same amount of instructional time, 
bonds between consumer and AAC 
professional are likely to develop and 
attention and focus are likely to 
improve, leaving one to wonder if the 
first two benefits might be better 
attained through more accountable and 
recognized methods. 


Footnote 
'While I cannot state unequivocally that there 
are no legitimate FC communicators, several 
factors described herein support the conclu- 
sion that FC is not a real phenomenon. 
Perhaps most importantly, however, not one 
alleged competent user of the technique has 
come forward to prove the technique is 
genuine. In other words, of the countless 
FC users purported to exist, not a single 
individual has emerged in our clinical 
experience, in professional publications or in 
the public media who demonstrates commu- 
nication that is not influenced or potentially 
influenced by their facilitator 
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TEACHING AND LEARNING 





When Grief Hits! 


KIRK MCCARTHY 


Kirk McCarthy ts a teacher in the 
senior Classroom in the Children’s 
Rehabilitation Centre in Windsor, 
Ontario. He has had many years of 
experience working with young 
adults with varying disabilities. 
Along with June Hurley, a social 
worker, Kirk has been involved in an 
innovative program relating to his 
students’ concerns about death and 
grieving. Robert Haaf invited Kirk 
to write about his program and his 
student's experiences. We welcome 
Kirk's insights and thank him for 
sharing his unique program. 


“I’m glad it’s you and not me. 
[ don’t know how you do that. 
I couldn't do it.” 

“| wish I didn’t have to do it.” 
“Oh - you’re so good at it.” 


This is a paraphrase of the dialogue 
between myself and a colleague before 
I’ve gone in front of my class and 
announced to the students that one of 
their classmates has died. This is 
definitely the most difficult part of my 
entire teaching career! 

I’ve known teachers who have 
retired and not once have they gone 
before any of their classes to make 
such an announcement. And so I 
think, ‘Why me?’ 
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My senior class generally has six to 
eight physically challenged students, 
from 14 years to 19 years of age. 
Some of the students have Cerebral 
Palsy and the others have Muscular 
Dystrophy. Some of the students are 
non-verbal and use Light Talkers or 
Dynavoxes, and some of the students 
are too verbal. Grade levels are all 
over the place, so the senior class 1s 
very much like a hi-tech one-room 
schoolhouse. Computers and educa- 
tional programs are designed and 
implemented for the individual 
student. 

At the Centre, we try to teach the 
‘whole’ child. We teach the core 
subjects, as well as life skills, environ- 
mental studies, human growth and 
development, cooperative education, 
and a course June and I simply la- 
belled “GROUP.” 

The idea of GROUP originated 
during a birding excursion at Point 
Pelee. During lunch, June and I began 
to talk about my classroom and what 
needs were not being met, and what 
areas we could possibly address. We 
looked at something we could do in 
the classroom together, so that we 
could focus on the students’ feelings, 
opinions, or problems. We wanted to 
provide a comfortable setting so that 
the student could feel at ease to 
express his/her thoughts on any 
subject. The students were well aware 
of confidentiality, and before any 
guest could sit in on GROUP there 
had to be a unanimous vote of “yes” 
before we would allow this person to 
join our GROUP. 

Initially, we provided the topics 
and eventually the students generated 
them. We talked about alcohol and 
drugs, anger, depression, etc. We 
invited some outsiders to come and be 
a part of our GROUP. The first 


agency we invited was a teen group 
from an alcohol-drug rehabilitation 
program. This was very beneficial for 
everybody. The physically challenged 
individual and the able-bodied person 
realized that they experienced similar 
problems and no matter how difficult 
it was to cope, they could achieve their 
goals. 

In GROUP, we were doing a great 
many things. We were trying to 
enhance positive feelings about 
oneself. We were building social and 
communication skills, as well as 
developing problem-solving and 
critical thinking skills. We were really 
trying to work with the ‘whole’ 
teenager. 

Then one day it happened! Sud- 
denly. Right out of the clear blue. No 
warning. Nothing. One of the students 
died unexpectedly. 

We realized that we hadn’t done 
enough on death education. The 
students knew that people with 
muscular dystrophy(M.D.) didn’t live 
to anormal life expectancy. They 
were aware of the effects and implica- 
tions of M.D. We had discussed many 
physical handicaps and their limita- 
tions. 

Now the situation was that a 
student with cerebral palsy had died. 

It wasn’t supposed to be that way. 


When Grief Hits, It Packs a 
Wallop! 

We talked about the stages of 
grieving, and being able to recognize 
and identify your feelings, and why 
you felt that way. We discussed how 
significant others were feeling and 
what we could do or say individually 
and as a senior class. The students had 
to realize that it was natural to be © 
angry and to be ‘ticked off’ and we 
would work out this anger. 





I recall an incident where a student 
with M.D. said to a student with C.P. : 
“So, you think it’s alright for one of us 
to die, but it’s not alright for a C.P. kid 

die. Well, you’re wrong!” 

We needed to do a lot of work on 
death and dying. 

There was some language or 
vocabulary that we had to become 
familiar with. We used a book 
Dimensions of Loss and Death Educa- 
tion by Patricia Weller Zalaznik, that 
lists quite a few words that are associ- 
ated with death and dying. To name a 
few — autopsy, casket, cremation, 
hearse, morgue, undertaker. 

Many of the students had never 
been to a funeral home and they had 
many questions about it. Now, funeral 
directors are very willing to come to 
the school to discuss their work or they 
are very open to have you visit the 
funeral home. 

It was up to the individual student 
if they wanted to go to the funeral. 
Some of the students went and some of 
the students weren’t ready yet. As one 
@ ven said, “I don’t think I can 

“handle it.” I respected that opinion. I 
don’t want to place the student, or 
myself, or the parents of the deceased, 
in a situation they don’t want to be in. 

The easiest part of death education 
to teach is the concrete material. Once 
the students know the language and the 
funeral process then you get into 
feelings. That’s the tough stuff to deal 
with, because you can’t teach feelings, 
and there’s no way to measure your 
effectiveness. With teaching, you test 
and find out how well the students 
retain the information. If the whole 
class fails the test, the teacher knows 
right away that the teacher flunked. 

So, you should teach the lesson over 
using a new approach. Since you can’t 
evaluate feelings, and arrive at a grade, 
a teacher loses some of his or her 
capability! 

Now we are at the place where we 
raw on all our faculties, where we use 
Yall our retained book-stuff, our experi- 
ences, our failures — the whole net- 
work. We use ourselves and others 
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and the interdependency. We have to 
be truthful, genuine and sincere. 

Going to a funeral, one of my 
students asked me — 


“Are you gonna cry?” 

The male ego wanted to respond 
“Who? Me?” 

So, I said to her, 

“Tf I feel sad, I will cry.” 

And she asked, 

“Have you cried)” 

Irephed, Yes." 

“When?” 

“When I first heard of the student’ s 
death.” 


It wasn’t difficult to be honest but 
the male ego wasn’t happy. 

When dealing with emotions, you 
have to carefully select the words to 
communicate what you have to say. 
You have to be very observant of body 
language and especially facial expres- 
sions of non-verbal students. I’ve 
noticed with augmentative communi- 
cation users that they convey their 
feelings on their faces more so than 
verbal students. 








“Yes — it does matter that 
your child was.” 








If a student was having difficulty 
getting in touch with his or her feel- 
ings in GROUP, then individual 
sessions with June were arranged. 
That particular student could benefit 
from GROUP as well as personal 
sessions. 

We also used outside sources to 
help us deal with death and dying. 
There is a gentleman in the Windsor 
community who is one of the longest 
living persons with cystic fibrosis. He 
was very willing to come and visit us 
and to share and exchange his experi- 
ences, opinions and beliefs. 

His name is Father Hughes. One 
student, seeing this name in print, read 
it “Father Hug,” and this man certainly 
did embrace all of us with his honesty, 
insight and integrity. 

He had some very special philoso- 
phies that he shared with us, and these 


packages of philosophy were attrac- 
tively gift-wrapped in a sense of 
humour. Two examples are included. 


1. “After coming back from a trip to 
Europe, it was a real great trip, but 
I came back half-dead. I ended up 
in Sick Kids Hospital for about 10 
weeks. It was only at that time I 
came to ask what the proper 
question was, and I think a lot of 
the situations in life that we face, 
we can simplify, if we know how 
to ask the question. 

I think we all go through stages 
where we think ‘why me?,’ “why 
does this have to happen?’. We get 
very angry, very upset and there’s 
room for that. I don’t mean that’s 
wrong. But it doesn’t really mean 
anything and I said, ‘Why did this 
happen? Why did God do this to 
me?’ The question that I found 
most helpful to me was this: ‘I 
have cystic fibrosis, that’s a fact. 
Am I going to live with it or am I 
going to die with it?’ When you 
phrase a question that way, things 
become more simple, because 
obviously I’m going to live with it. 
Now as it turns out, sooner or later 
I’m gonna die with it too. ’'m 
going to make any accommoda- 
tions necessary, any adjustments to 
function with certain situations!” 

“T’ve always been 10 years over the 
life expectancy, and anything I do 
is in the plus column. One day, I 
just get up. That’s in the plus 
column. If I say mass one day, 
that’s one mass ahead. Make one 
phone call, that’s one call ahead. I 
don’t have to do a lot to justify 
things because I’m supposed to be 
long gone. I found that personally 
to be very helpful. When I 
couldn’t do something, somebody 
else would do it. The only thing I 
have to do on my own Is to take 
my holidays. I said last year when 
I was sick anybody can do my 
work, but I’m the only one who 
can take my holidays!” 


NO 
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Father Hughes had a great impact 
on our GROUP, and he gave us some 
reality to think about for quite a 
while. 

Father Hughes’ “plus column” 
brings to mind a poster that once 
graced the classroom wall. “Will it 
matter that I was?’ This is important 
for all the students. 

Upon learning of a student’s 
death, there are times when I have to 
go into the classroom and make the 
announcement. I tell the students the 
circumstances. For example, the 
student was sick for a long time and 
he or she has died this morning. We 
say a prayer and then we recall times 
that we shared with this student. 
Most of the stories are happy and 
funny. This helps to ease the tension 
and helps us to write a short letter to 
the parents of the deceased. 


On the first anniversary date for the 
deceased, I send or personally deliver a 
letter to the parents. In this letter I 
express my feelings, I relate some 
funny stories that they may not know 
about or I just tell them my memories. 
Basically, the message is: “Yes — it 
does matter that your child os 

After the marker is in place, the 
class makes a trip to the cemetery. 
Again, we say some prayers, relate our 
memories and place some flowers on 
the grave. This is a significant time to 
ask the students how they are feeling 
about death and what they are thinking 
about. It is important to reinforce that 
it’s okay to be angry. 

Shortly after the death, I place a 
picture of the deceased in the class- 
room. For our class photo, I place a 
flower in front of the students. During 
our final school assembly, we plant a 


tree in remembrance of the deceased. 
The message is, we are all important 
and we will always be remembered. 

Grief is as natural as a sunrise and 
as serious as a heart attack. We are in 
this together and our team work will 
get us through. Nobody said it would 
be easy. Many questions won’t have 
immediate answers. Some questions 
won't have answers at all. Communi- 
cation 1s the best medicine that will 
help us to deal with grief. 

With good team players and 
effective communication, we can heal 
a little quicker. Maybe we can find 
peace a little sooner and then we will 
be able to celebrate both life and 
death. 














Literacy and 


Facilitative 
Communication 
Training 


ROSEMARY CROSSEEY 











Reading is surrounded by a 
number of myths. 


1. Reading is a skill that can only be 
acquired through formal teaching. 

. It is necessary to be able to talk 
before you can read. 

. Reading requires higher intelligence 
than understanding speech. 

4. Someone who cannot write cannot 


in) 


Oo 


read. 


Facilitated communication training 
has helped to explode these myths, 
because it has enabled a number of 
individuals with severe communica- 


tion impairments (SCI) to demonstrate 
previously unrecognised literacy 
skills, which have been acquired from 
incidental exposure to written lan- 
guage despite severe speech and 
handwriting impairments. Unfortu- 
nately, however, some facilitated 
communication practitioners now 
appear to be developing an equally 
misleading mythology. Elements of 
this mythology are: 


5. Most people who cannot talk have 
mysteriously acquired literacy 
skills. 

6. Facilitation is a strategy for 
eliciting spelt communication from 
individuals with severe communi- 
cation impairments. 

7. If facilitation is going to work with 
an individual you will not need to 
teach the individual to spell. 


Statements 5, 6 and 7 are as 
inaccurate and as pernicious as 
statements |, 2, 3, and 4. In order to 
ensure that every individual with 
severe communication impairments 
has access to the most empowering 
communication strategies it is 
important that individuals with 
literacy skills are enabled to use and 
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extend them, individuals without 
literacy skills are given opportunities 
to develop them, and individuals 
with literacy limitations are given 
access to communication strategies 
which do not depend on reading or 
spelling. 





Reading and People With Se- 
vere Communication Impair- 
ments 

People with severe expressive 
problems may have relatively minor or 
nonexistent input problems. In 
assessment, it 1s vitally important to 
separate input from output. If we 
judge what goes in, and what goes on 
inside, by what comes out, we are 
likely to underestimate the potential of 
all people with expressive problems. 
If we overlook their potential to 
acquire literacy skills, we are denying 
them the most powerful alternative to 
speech available in our society. 


Input/Internal 
Processes 


Output 
Processes 


Hearing/Comprehension Speech 


Seeing/Reading Spelling e 


Speech and comprehension, 
spelling and reading, are dependent on 


different pathways and processes. Just 
as we understand more words than we 
ourselves use in everyday speech there 
can be a discrepancy between the 

ords we are able to read and the 
words we can spell. 

If there is difficulty with the output 
processes (speech disturbance, inabil- 
ity to coordinate hands for writing) it 
is hard to tell how well the input 
processes are working just by listening 
to or looking at what a person is doing. 
To establish how much spoken or 
written language a person can under- 
stand it is necessary to use assess- 
ments and equipment that circumvent 
any expressive problem(s). 

Many individuals with severe 
communication impairments have 
acquired some literacy skills from 
incidental exposure to written lan- 
guage regardless of whether they have 
had access to formal education. Their 
familtes and teachers are often una- 
ware of their skills because their lack 
of speech and handwriting skills has 
prevented them from showing anyone 
@ they can understand written 

“language. If you observe such indi- 
viduals you may see incidents or 
behaviour which indicate an interest in 
or understanding of written language 
— Maria always looks at the TV guide 
before she switches on the television, 
Liz goes to the bookshelves and gets 
the book her father asked for, Tony 
puts on whatever song staff request 
even though none of the records have 
covers, Dean goes up to the notice 
board every time a new notice 1s 
pinned up. 

Assessment of literacy skills in 
people who cannot talk or write 
requires patience and creativity. The 
materials used must be motivating and 
age appropriate. Multiple choice 
activities such as selecting the appro- 
priate written word to complete a 
sentence, choosing the cartoon which 
best matches a caption, or picking the 
eo written answer to general 

Knowledge questions can be varied to 
suit different age groups and interests. 
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Individuals with hand function impair- 
ments may need to be taught selection 
strategies such as finger or eye point- 
ing in order to be able to make mean- 
ingful responses to multiple choice 
questions, or they may need to be 
facilitated when making selections. 
The absence of pre-existing independ- 
ent selection skills does not indicate 
anything about the individual’s actual 
or potential literacy skills. 

Obviously there will be individuals 
who do not demonstrate literacy skills 
at their initial assessments. Some of 
these may have sensory impairments 
which have affected their ability to 
pick up on written and/or spoken 
language without special aids or 
teaching strategies. Some will have 
lacked the incidental exposure neces- 
sary to acquire written language 
without formal teaching. This is most 
likely to apply to individuals who have 
spent prolonged time in residential 
care and individuals whose caregivers 
are not literate or who do not speak the 
same language as the community at 
large. Some individuals may have had 
exposure but not have taken any 
interest in written language, perhaps 
because they did not see it as having 
any relevance to them. All of these 
individuals are likely to benefit from 
exposure to meaningful written 
language and all are candidates for 
literacy programs. The fact that 
someone does not demonstrate literacy 
skills at their initial assessment does 
not mean that they do not have the 
potential to acquire literacy skills. 

To ensure that young children with 
disabilities have the opportunity to 
acquire literacy skills, it is important to 
ensure that they have the same expo- 
sure to print as their non-disabled 
peers. It is important that all children 
are read to, with the book held in a 
position where they can see the 
pictures and the print. Children whose 
physical impairments prevent them 
from holding books or turning pages 
need recipe book stands or pageturners 
in order to be able to look at books. 


Children who tear books can be given 
cheap books, magazines or junk mail 
to look at until they are able to care for 
books. The important thing is to 
ensure that every child with severe 
communication impairments, has as 
much exposure to written language as 
possible. It can do no harm, and may 
do significant good. 

At the end of the day there will still 
be some individuals with SCI for 
whom the acquisition of literacy skills 
is difficult or impossible. Fortunately 
there are a number of non-speech 
communication options available for 
this group such as picture and symbol 
displays which do not require reading 
or spelling. These options are also 
appropriate for use by young children 
and individuals in the process of 
acquiring spelling skills. Facilitation 
should be used as necessary to assist 
non-spellers to make selections from 
their communication displays. Facili- 
tation is a strategy for assisting indi- 
viduals to develop pointing skills. It is 
not yoked to spelling. Many literate 
individuals with SCI will never need 
facilitation because they have unim- 
paired hand skills and many individu- 
als who cannot spell would benefit 
from facilitation. In the same way as 
lack of speech should not be confused 
with inability to read, neither should 
inability to read be confused with 
inability to communicate. 


To Summarize: 

1. Many individuals who cannot speak or 
write can learn to read and spell. 

2. Literacy may be acquired from print 
exposure or from formal teaching. 

3. All individuals with severe communica- 
tion impairments should be given the 
opportunity to acquire literacy skills. 

4. Individuals with SCI who do not have 

literacy skills should be offered alternative 

communication strategies such as picture 
or symbol displays. 

. Facilitation may be needed to assist some 
individuals with SCI who have hand 
function impairments to make meaningful 
choices. 

6. The need for facilitation is determined by 

hand function assessment. 

7. Facilitation may be used both by individu- 

als with SCI who spell and individuals with 
SCI who do not spell. § 


Nn 
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READERS WRITE 





Since the last issue, we have 
received five items that reflect the 
range of interests of our readers. From 
Australia, came a letter and an article 
from a clinician and augmentative 
communicator. We hope our sharing 
of this correspondence will result in a 
pen-pal for Barbie. From England, we 
heard from a very busy Ailsa Cregan, 
sending us a letter she received from 
Finland. Along with the Finnish letter 
(with Sigsymbol news that could have 
been produced by children from many 
parts of the world!), we are including 
an excerpt from Ailsa’s letter. It is 
heartening to learn of the help that is 
being directed to Eastern Europe. A 
letter from Scotland came from Alan 
Newell and Annalu Waller responding 
to arecent SymbolTalk article. 


From Australia 
Dear Editors, 

I enclose an article and photo- 
graph on behalf of one of my clients 
— Barbie Edis. I have been working 
with Barbie helping her improve her 
reading and literacy skills for com- 
munication. 

About six months ago, I gave 
Barbie an article to read from the 
‘Paraphrase’ section of Communi- 
cating Together. She enjoyed 
reading this article so much that she 
was inspired to write and submit a 
short article about herself to your 
magazine. It took some time and lots 
of hard work for Barbie to produce 
the enclosed article to its present 
standard — but it was fun! 

I hope you will consider the 
article for publication, 

Rosie Miller 

Spastic Society of Victoria 
135 Inkerman St. 

St. Kilda, Victoria 


P.S. If there are people in Canada 
who would like to write to Barbie, 
we would love to hear from them. 





MY NAMEITS BARBIE EDIS. 

I LIVE AT RATTRAY HOUSE IN 
MELBOURNE AUSTRALIA. 

THERE ARE 13 OF US IN THE HOUSE. 
I DO NOT LIKE LIVING WITH LOTS 
OF PEOPLE. 

I HOPE TO GO IN A HOUSE WITH 
THREE OTHER PEOPLE. 

I GO TO DAME MARY HERRING 
CENTRE FIVE DAYS A WEEK. 

I HAVE A CANNON COMMUNICA- 
TOR AND EPSON. 

I HAVE A WHEELCHAIR WITH A 
CHIN CONTROL. 

I GO ALONG TO LOTS OF MEET- 
INGS. 

I WORK HARD. 

I AM VERY BUSY. 

I DO PAINTING WITH A 
HEADPOINTER. 

IAM A 38 YEARS OLD WOMAN. 
MUM AND DAD LIVE UP AT 
KATAMATITE IN A SMALL TOWN IN 
VICTORIA. 

MUM PLAYS GOLF AND LAWN 
BOWLS. 

I AM WRITING MY LIFE STORY ON 
THE COMPUTER. 


From England 
Dear Shirley, 

In three weeks time I am off to 
Romania for three months as an aid 
worker, sponsored by a small charity 
in the South of England. The 
charity has sent out two or three 
nurses and physios before, but I am 
the first teacher in this area, which is 
on the Danube delta at the extreme 
east of the country. Though I shall 
be followed by two other teachers on 
three-month stints, it seems to me 
that the only way of achieving a 
lasting influence on the condition of 
the children will be to set up some 
kind of infra-structure, which, since 
there is no money available for 
salaries, will have to depend on a 
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local voluntary workforce. Obvi- 
ously good communication with 
potential volunteers will be vital, so I 
spend hours per day with my nose 
buried in a teach-yourself-Romanian 
book, a handy cassette beside me to 
guide pronunciation. 

The set-up for children with 
handicaps is horrendous. At the age 
of three they are graded on a once- 
and-for-all basis, no allowance being 
made for state of physical or emo- 
tional health. Any child with a 
significant handicap (which may 
simply be, say, an inability to walk, 
despite normal intelligence) is 
deemed “irrecoverable,” and from 
then on gets no educational or other 
support. In the area of Tulcea alone, 
where I shall be based, there are said 
to be approximately 500 such chil- 
dren living at home. That is apart 
form the hundreds in babies’ and 
children’s homes, where they have 
usually been placed because their 
parents are too poor to look after 
them. These are the so-called 
children of Ceausescu, whose policy 
was that every family should pro- 
duce at least five children so the 
population would be sufficient to 
work in his factories. Contraception 
was illegal and women were told it 
caused cancer, and many many 
children were born into conditions of 
direst poverty and, not surprisingly, 
failed to thrive. 

As well as contacting some of the 
children at home, my accompanying 
O.T. and I are also briefed to con- 
tinue work with a babies’ home and 
to set up a small self-help day centre 
in a couple of rooms that have been 
offered for weekday use by the 
minister of a local Baptist church. 

As you will gather, Iam some- 
what preoccupied with this impend- 
ing adventure, so I'll stop now and : 
simply send you all good wishes. 









Ailsa Cregan 


From Finland 


Dear Mrs. Cregan 

This is a greeting from a small 

school in Kokkola, Finland. Our 
@' is a school for mentally 
“fetarded children. 

Several years ago, we started to 
use sign language in our teaching. 
Very soon we noticed the progress 
that our pupils made. About two 
years ago, we learned to know your 
SIG-Symbols through a course held 
in Gitta Lonnqvist (from Folkhalsan 
in Helsinki). Ever since we have 
been using SIG-symbols and sign 
language in our school. At first we 
used the symbols just a little bit but 
after a time we noticed how valuable 
the symbols are and we started to use 
them more and more. 

Since we started to use the 
symbols, we have noticed that our 
pupils speak and sign in longer 
sentences. Some of them have even 
started to talk more with sounds and 
words. In our school we find that 
communication is the most important 
bing. First you must know how to 

ecommunicate, then you can start to 
learn a lot of other things. 

The progress we have noticed has 
made us all very happy and we will, 
by this letter, express our gratitude to 
you for inventing the, to us, invalu- 
able SIG-Language. 


Kristina Stenvall 
Ventus skola 
Ventus, Finland 


From Scotland 
Dear Editor 

I read with some interest the 
article written by Mr. Nyberg con- 
cerning Minspeak™. I am sure my 
clinical colleagues will have other 
points to raise, but I would simply 
like to correct two specific errors 
which appear in the text. 

1) Mr. Nyberg claims that “Ac- 
cess to a very large vocabulary of 
words and phrases can be achieved 
(by Minspeak™) with only 2 or 3 
keystrokes per item, a significant 
improvement over word prediction 
or spelling-based systems.” 

I am sorry that Mr. Nyberg did 
not feel it necessary to find out the 
actual performance of orthographic 
predictive systems before making 
this claim. Had he done so, he 
would have discovered that word 
based predictive methods can 
achieve key saving rates of the order 
of 40-60%, which equates to be- 
tween 2 and 3 keystrokes per word 
(see, for example, Newell et al, 
1992). Many such systems also 
include the facility for phrase access 
via abbreviation expansion, which 
also decrease the keying effort 
needed. 

2) Mr. Nyberg claims that “if 
there is no voice output there will be 
no communication unless the com- 
munication partner has also learned 
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the symbolic encoding technique 
well enough to interpret the symbol 
sequences in the absence of voice 
output. This is true of Bliss, 
Minspeak™, etc.” Again, if Mr. 
Nyberg had taken the trouble to 
examine Bliss boards, he would have 
noticed that it is convention to have 
orthographic words above each 
symbol, allowing for interactive 
communication. Bliss can be inter- 
preted at various levels and the 
listener need not have a thorough 
understanding of the Bliss system in 
order to understand the language 
which is being pointed to, whereas 
an iconic coding system relies on the 
individual’s coding strategies and 
cannot be used without voice output. 

A further, and very important 
point, which Mr. Nyberg does not 
address, is that, unlike many 
symbol-based systems, the use of 
orthographic systems assists in the 
development of the natural language 
of the users’ environment (see 
Newell et al, 1992) 

Yours sincerely 


Alan F. Newell & Annalu Waller 


Reference 
Newell, A.F., Arnott, J. L., Booth, L., 
Beattie, W.S., Brophy, N., & I. W. 
Rockets: (1992). Effect of the “PAL” 
word prediction system on the quality 
and quantity of text generation. 
Augmentative and Alternative 
Communication, 8(4), pp. 304-311 
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The Passage of a Traveller: 


Dealing with Death and 
Loss 


PAUL MARSHALL 


Paul Marshall is the newest 
member of our associate editor 
team. The following article gives us 
a glimpse of his inner strength 
which influences all that he does 
and writes. Paul visited Israel in 
May to participate in ISAAC Israel's 
Tenth Anniversary Celebration as 
an ISAAC chapter. We are glad that 
Israel had such an able ambassador 
from Canada. 


How do we deal with things 
through our lives that seem to be out 
of our control, like death and loss? 
When we talk about death and loss we 
think of our physical death. There are 
also many stages in life that bring us 
fear of the unknown. 

There are many fears: the fear of 
not adding up to the world around us, 
the fear of living with a “handicap” 
and not being treated as an equal in 
society, the fear of losing that person 
you love, and the fear of dying our- 
selves. Can we be the master of these 
fears? Our fears can stop us from 
taking risks in life. By not taking risks 
we stop growing and even enjoying 
lites 

There are two views or theories on 
life as a cycle of living and dying. The 
first theory, is that the world was 
created and maintained by God, as in 
the Christian belief that man’s death is 
a doorway to everlasting bliss, the 
belief that no matter what trials we go 
through, there is a light at the end of 
the tunnel. The second theory, is that 
somehow man was created without 
God, the belief that man is at the 
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centre of the universe, the belief that 
life is where it’s all at and when we die 
the soul dies also. 

We choose to live and overcome 
our many fears in the light of one of 
these two views. Man has his own 
freedom in how he wants to deal with 
his life and even death. It is important 
to realize that we are made up of 
physical, mental and spiritual (what I 
call the “whole self’). A fear of losing 
something or a fear of death involves 
our “whole self.” If we can somehow 
master these fears then the “whole 
self’ can go on to a different level. The 
biggest two fears are: the fear of 
change and the fear of death which is 
really a fear of living life. Because we 
go through much pain, we become 
fearful of taking risks that might hurt 
us. We fear death because we fear the 
unknown. The unknown Is a powerful 
tool if we know how to handle it. We 
can handle the unknown or let that fear 
be, and live with it. Death is part of the 
cycle of life. So this fear can be over- 
come through taking life as a cycle and 
living it to the fullest. 





I know that my life would 
not be as fulfilled if I didn’t 
have my family and friends 
that talk and treat me as 
their equal. 








The process of dealing with loss or 
death is different for each person. We 
each have a different up-bringing, 
different emotions and different events 
that we have gone through. These alter 
our outlook. For a person who has a 
handicap the trials of these things 
might be much greater. Although the 
grieving process is very likely the 
same, our responsibilities often differ. 
A “normal” individual within society 
has countless responsibilities: school- 
ing, jobs, family, a place to keep up, 
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etc., and can go for a walk or drives © 
where they have the opportunity to 
deal with their grief over time. When 
this trial hits “handicapped” persons, it 
might change their whole lifestyle. 
(Not many of us have the same 
responsibilities or opportunity to work 
our grief out. This makes the grieving 
process harder.) Events that cause 
more disorder in the life of those with 
handicaps create more pressure. 

For the AAC user, dealing with 
change and loss can create great stress. 
I was blessed when my dad died. My 
family was willing take the time for 
me to work out my grief with them. 
Many “nonspeaking” individuals don’t 
have the chance to talk out their 
emotions. It is important to be able to 
talk out what is going on inside. 

As a person and then as a 
“nonspeaking” person, I believe that 
we can have peace. If we are Chris- 
tian, we need to trust our own under- 
standing in God. 

If you believe that man is at the 
centre of the universe, you forget 
about the spiritual and mental and 
overstress the physical part. The 
physical and mental side of us can be 
SO Overstated when it comes to living 
life. Man hasn’t started to grasp how 
powerful the human spirit is. I believe 
when it comes to dealing with any loss 
or with death, it is very important that 
we have that unknown part of us 
called the human spirit. With this we 
can master any trials or loss. 

There is no way we will go through 
this life without dealing with death or 
losses. This is a fact of life. The sooner 
that we deal with our fears, the sooner 
we can see our lives on a different 
level and then we will know how to 
manage life, itself. 
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nguage! Just What Do 
we Mean?..... Continued 


SHIRLEY McNAUGHTON 


In this issue, the discussion about 
language and Minspeak™ continues. 
In the September issue, I will look 
back to where this all started and 
comment on some of the issues that 
have been raised in the past year. In 
addition, the September Symbo/lTalk 





There Are Still Reasons for 
Concern 


MARGARETA JENNISCHE 


First I want to thank Eric H. 
Nyberg for taking the time to discuss 
my concerns about the use of 
Minspeak™ icons in Communicat- 
ing Together, December, 92. I am 
pleased that we agree that 
Minspeak™ is not considered a 

guage but a tool to express the 
natural language for a nonspeaking 
person. 

Minspeak™ icons and techniques 
for linking them have advantages 
when used by people who already 
have a well developed language. 
Communication becomes fast. It 
gives possibilities to create new 
sentences. It is fun because of its 
surprising associations. 

Still there are concerns about the 
Minspeak™ icons when they are 
taught to people at the formative 
stage of language to express ideas, 
concepts and thoughts. In my 
comments as well as in Eric’s article 
in the March, 1993 Communicating 
Together, examples are missing, so 
it might be difficult to understand the 
discussion and the concerns. I will 
illustrate by some examples this 
time. 

. If a person uses Minspeak Words 
vtrategy (vers.1.1 4/12/88) he will 
press the icons in the following 
order: 
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will include two articles in response 
to the insert in our March issue, 
which gave examples of 
preschoolers’ talk collected by 
Catherine Garvey. You can look 
forward to a well-expressed and 
thought-provoking letter from 
Carolyn Gregory, mother of Adam, 
and a translation of the children’s 
dialogue into Blissymbols by Kari 
Harrington. We regret that, due to 


To say “foot”: 

a SKULL (with the rationale to represent 
all body parts); 

a TRIANGLE (with a foot ruler on it); 
NOUN (in letters), 


To say “mouth”: 

a SKULL; a DOG with a PAPER in his 
MOUTH 

NOUN (in letters) 


To'say “fix”: 

a HAMMER; a STICK with two 
SNAKES (symbol for medical); 

VERB (in letters); 

(“work like a doctor to fix something”). 


To say “meet”: 

two half ELEPHANTS linked together; 
VERB 

(“the elephants’ trunk and tail meet’’). 


To say “are”: 
PREVERB (in letters); 
a BEE (homonym). 


If the person uses Interaction, 
Education and Play (IEP+), intended 
for children 4-7 years old, with (and 
I quote Eric Nyberg) “appropriate 
complexity for the users in ques- 
tion,” he will press the icons in the 
following order: 


INO Sane “Ws 
an EYE (homonym). 


To say “foot”: 


a GIRL in a BIKINI in a POOL (rationale, 


the girl represents all body parts); 

a CRAYON, a pair of SCISSORS, two 
PENCILS and a RULER (in the same 
picture, the ruler is a foot ruler); 

a LEG with the FOOT and a BAND-AID 
on the knee. 


space constraints, these excellent 
submissions could not be printed in 
this issue. We hope, however, that 
the delay in printing them may mean 
that they can be accompanied by 
other translations and comments 
pertaining to the children’s dialogue. 
We invite you to send your thoughts 
to Communicating Together by 
August 15! 


To say “mouth”: 

a SCHOOLHOUSE (rationale, a concept 
from the theme of school); 

the BIKINI GIRL in the POOL; 


To say “ask”: 

a HAND pouring something into a BOWL 
with a SPOON (more); 

a GIFTBOX (present, homonym for 
present tense); (“people ask for more”). 


To say “serious”: DAD; 
DES-WDS (in letters), (description 
words), (“sometimes dad is serious’’). 


Also when each icon is pressed, 
the name of the icon is written on the 
display. For “mouth” the written 
words will be school, pool, have. 
When the whole combination has been 
completed the target word is pro- 
nounced and written. 

An important comment is that all 
applications can be personalized 
which means that the sequences of 
icons and the choices of icons can be 
changed. This is a great advantage, as 
there are possibilities to make the 
application more appropriate for the 
person in question. The time it takes 
to make a personal application and the 
enormous time it would take to make 
personal teaching programs, makes it 
after all more or less necessary to use 
ready made application programs. 

One of the original ideas was to be 
able to use the associations which a 
growing person makes during the 
language development. If that were 
possible it could be a good idea. It 
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would stimulate thinking and support 
the development of semantic structure 
and associations. This would, how- 
ever, require a tool that changes 
automatically when the person’s 
associations changes or develops. This 
tool doesn’t exist yet. 

The reality is that associations and 
icons are taught to language disabled 
people and children. Eric Nyberg 
writes “that Minspeak applications 
should of course be provided with a 
comprehensive teaching strategy”. 
This also means that when the icons 
are learnt they will stay for a very long 
time. If the person already has prob- 
lems remembering the variety of 
associations used to define a concept 
itself, it seems that he will have poor 
help to retrieve the characteristics of 
each concept and understand how they 
are linked into a larger semantic 
system through the Minspeak icons 
and sequences that are taught. 

Eric Nyberg emphasizes that “the 
visual representation of an object is 
one of the strongest stimuli that young 
children relate to both the written and 
spoken form denoting that object,” and 
he continues “for this reason, direct 
visual representation is used exten- 
sively in IEP.” It is true that with IEP 
and [EP+ a more conceptually based 
structure is introduced, but my exam- 


ples above show that this structure 
almost disappears with the Minspeak 
icons in the “semantic compaction” 
technique. Erik Nyberg’s example in 
a more exact version is: 


To say “cat”: 

Press two CATS on the trunk of a 
CAR, (written kitten) and a neutral 
empty SQUARE (representing an 
object writien secret). 


To say “read”: 

(which is another example of direct 
visual representation), 

press a BOOK; and a GIFTBOX 


(representing the verb, present). 


Here also the target words are 
written and pronounced when the 
combinations have been completed. 

The ease with which sentences are 
produced with the Minspeak is good. 
It allows the person to try and explore 
and develop. 

It is the choice of icons and how 
they are sequenced and explained to 
illustrate the concepts which give 
reasons for concern. I question that 
the associations used in Minspeak, and 
expressed by the choice of icons, 
emphasize the most important charac- 
teristics of concepts. These should be 
taught to a language disabled person 
who has difficulties to discover the 
main structure of the semantic system 


independently. The properties of the 
language itself are after all important 
to acquire. 

If we accept that the language and 
the formation of concepts, continu- ©. 
ously develops, independently from 
this visual expressive tool used (as I 
mentioned in my second concern in 
Communicating Together Decem- 
ber, 1992), then the associations to the 
icons in the Minspeak code are fine — 
the more fun and memorable the 
better! 

On the other hand, if we believe 
that there is a linkage between the 
visual representation of concept, and 
the formation of concept in a lan- 
guage, then there are reasons to be 
concerned that the Minspeak code 
might possibly influence the concept 
formation of a person at the formative 
stage of language, in a questionable 
way. 

Often one hears about all research 
that shows good results from using 
Minspeak. A naive comment may be, 
that lots of personal engagement and 
time and money seldom fail, but who 
can prove that the same children under @® 
the same conditions with a logical 
semantic structured icon or symbol 
system wouldn’t have reached even 
further. 


§ 





Minspeak: A Powerful 
Encoding Technique. 


SHELLEY DEEGAN 





I would like to contribute my 
thoughts to the dialogue that has been 
taking place in the last two issues of 
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Communicating Together regarding 
Minspeak, language and language 
development. I would like to begin by 
describing a little bit about my experi- 
ence in the field. I attended my first 
Minspeak workshop in 1986. I work 
in an Augmentative Communication - 
Clinic and have many clients who use 
Minspeak™ as their vocabulary 
encoding technique both with fully 
customized vocabularies and through 
the use of MAPS (Minspeak Applica- 
tion Programs). I am also a Senior 
Presenter for Blissymbolics Commu- 
nication International and I have 
taught a variety of Blissymbolics 
courses. 


I was in attendance at the 
Minspeak™ Conference in August 
1992 where Patsy Coleman and Jane 
Steelman gave their presentation 
‘“Minspeak™: A Tool for Developing 
Literacy.” It was quite interesting 
for me to hear them refer to 
Minspeak™ as a “language.” This 
statement caused me to recall the 
extensive debate that had occurred in 
the field of speech pathology many 
years ago as to whether ASL 
(American Sign Language) and 
Blissymbolics could be considered 
“true languages.” In considering the 
scrutiny and criteria used to examine 
ASL and Blissymbolics as languages 





it was hard for me in any way to 
think of Minspeak™ as a language, 
regardless of what definition of 
anguage might be used. 

Rather, I see Minspeak™ as a 
powerful and useful encoding tech- 
nique, which has proven to be a very 
successful means of enhancing the rate 
of communication for augmentative 
communication users. Minspeak 
encodes vocabulary items (words, 
phrases, sentences, etc.) by sequencing 
two or more icons. The icon se- 
quences are based on meaning asso- 
ciations between the icons and the 
vocabulary they represent. Each icon 
typically has several meanings which 
can be associated with it. For example 
a picture of the “sun” could be associ- 
ated with the words “sun, sunny, hot, 
day, burn,” etc. 





Language Rules 

Minspeak™ does not have any set 
of “rules” associated with it. That is 
what makes it so powerful. You can 
use the technique to organize a par- 
@:" vocabulary set to meet the 

reeds and abilities of any augmenta- 
tive user. Rules have been established 
within particular MAPS for icon 
sequences, for example “Interaction, 
Education, & Play,” “Words Strat- 
egy, “Language, Learning & Living.” 
However, these rules are not intrinsic 
to Minspeak™ itself. These rules were 
devised by the individual(s) who 
designed each MAP. The rules for 
icon sequences are not consistent from 
one MAP to another. 


Graphic Representation 
There is not an established set of 

Minspeak™ icons. Again this is one 
of the great strengths of the technique. 
A user can make use of the 
Minspeak™ technique with whatever 
graphic symbols best meet his/her 
communication needs and abilities. I 
have used the Minspeak™ technique 
with Minsymbols, with Blissymbols, 

ith words, with Picture Communica- 
tion Symbols (PCS) pictures, and with 
hand-drawn pictures. Within each of 
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the MAPS different icons have been 
chosen to represent a particular 
vocabulary set. 


Icon Meanings 

The meaning associated with a 
particular icon is not defined. Several 
different meanings could be associated 
with one particular icon. The intent of 
Minspeak™ is to allow for individual 
associations to be established by the 
user. Therefore one user may choose 
a picture of a truck to represent “big” 
whereas another user may choose a 
picture of an elephant to represent 
“big.” Even two users of the same 
MAP may decide to assign different 
icon sequences for the same word or 
message if this helps in their recall of 
sequences for vocabulary retrieval. 
Therefore a message written with 
Minspeak™ icons by one user would 
not necessarily be correctly interpreted 
by another Minspeak™ user even if 
these two users had identical icon sets 
on their devices. 


Reliance on Voice Output 

In the December 92 issue of 
Communicating Together, 
Margareta Jennische pointed out that 
the Minspeak™ icon sequences rely 
on voice output in order to be received 
by the communication partner. If the 
icon sequences were presented in a 
visual format only, the communication 
partner would not necessarily be able 
to assign the appropriate meaning to 
the message. Eric Nyberg (Commu- 
nicating Together, March ’93), stated 
that “this problem (of partner interpre- 
tation without voice output) arises 
with any symbolic encoding tech- 
nique.” I would disagree with Nyberg 
on this point. Voice output is only 
essential to correct interpretation of the 
message when the meaning associa- 
tions of the symbols used are not 
consistent. For example, a device 
programmed with Blissymbol se- 
quences which were consistent with 
Blissymbol rules for meaning associa- 
tions could be interpreted by anyone 
familiar with Blissymbolics, whether 


or not voice output was available. 
This would be more difficult using the 
Minspeak™ principle with 
Minsymbols, as the meaning associa- 
tions here differ from user to user, or 
from program to program. I would 
certainly agree with Nyberg that all 
users of voice output communication 
devices need a non-technical back-up 
system of communication. 


Language Development 

Jennische expressed concern about 
the use of Minspeak™ with individu- 
als “‘at the formative stage of lan- 
guage.” I would propose that use of 
the Minspeak™ technique can only be 
effective when the individual already 
has a relatively rich repertoire of 
conceptual associations. It has been 
recommended that potential users of 
Minspeak™ be assessed as to the type 
of meaning associations that they can 
relate to. 

Individuals would not be able to 
easily recall icon sequences which 
were not already meaningful to them. 
In my experience the Minspeak™ 
technique has been useful for children 
whose language skills are at least at a 
4-5 year level. By this stage of 
development, a great deal of language 
development has already taken place. 
The “Power In Play” MAP which was 
designed for children functioning 
younger than this does not really make 
use of the Minspeak™ technique for 
the user, since all messages are 
accessed by single pictures, rather than 
by a sequence of pictures. I think that 
more research needs to be done in the 
general area of the influence of voice 
output devices on language develop- 
ment in the preschool population. 


Summary 

In closing, I think that it is impor- 
tant to see Minspeak™ as an encoding 
technique rather than viewing it as a 
language. A variety of strategies for 
organizing vocabulary on voice output 
communication devices have been 
developed using this technique and it 
should be evaluated on an individual 
basis. § 
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